Problem statement {#hex12447-sec-0008}
=================

Many in Canada\'s ageing population are affected by multiple chronic illnesses.[1](#hex12447-bib-0001){ref-type="ref"}, [2](#hex12447-bib-0002){ref-type="ref"}, [3](#hex12447-bib-0003){ref-type="ref"} Because these patients require a host of providers to address their multiple health concerns, interprofessional health‐care teams have become the preferred mode of care delivery.[1](#hex12447-bib-0001){ref-type="ref"}, [4](#hex12447-bib-0004){ref-type="ref"} However, our definition and understanding of such teams are limited, deriving largely from the health‐care professional perspective.[5](#hex12447-bib-0005){ref-type="ref"}, [6](#hex12447-bib-0006){ref-type="ref"}, [7](#hex12447-bib-0007){ref-type="ref"} While this perspective is valuable, we also need to know who *patients* perceive as their care team and how they understand their team to function. This knowledge is particularly critical if we are to meet the increasing expectation that patients engage meaningfully in their care to assist with achieving desired health outcomes.[8](#hex12447-bib-0008){ref-type="ref"}

Researchers suggest that complex patients 'reap the benefits of more eyes and ears, the insights of different bodies of knowledge, and a wider range of skills.\'[4](#hex12447-bib-0004){ref-type="ref"} An interprofessional or multidisciplinary team -- conceptualized in the literature as a group of clinicians who communicate about, and participate in, the care of a patient -- is considered the most successful approach to chronic disease management.[4](#hex12447-bib-0004){ref-type="ref"} Also central to chronic disease management is a patient‐centred care approach, which seeks to develop common ground with patients for integrated management of their disease in a way that responds to their individual problems, fears and needs, while maximizing health promotion.[9](#hex12447-bib-0009){ref-type="ref"} Patient‐centred care can increase patient satisfaction and engagement, reduce anxiety and improve quality of life, and increase doctor satisfaction.[10](#hex12447-bib-0010){ref-type="ref"}, [11](#hex12447-bib-0011){ref-type="ref"}, [12](#hex12447-bib-0012){ref-type="ref"}

Teamwork and patient‐centredness are both recognized as important for effective care of complex patients; however, patients are not usually conceptualized as a *member* of the health‐care team.[5](#hex12447-bib-0005){ref-type="ref"} Research has shown that patients are aware of health‐care teamwork, and patient satisfaction with team practices has been recognized as a valuable measure of team performance.[13](#hex12447-bib-0013){ref-type="ref"}, [14](#hex12447-bib-0014){ref-type="ref"}, [15](#hex12447-bib-0015){ref-type="ref"}, [16](#hex12447-bib-0016){ref-type="ref"} However, it is rare for patients to be asked who they perceive their care team to be. While researchers have asked patients to identify their primary care physician or a particular specialist, no studies have explored patients\' perceptions of the membership and roles of their entire care team.[17](#hex12447-bib-0017){ref-type="ref"}, [18](#hex12447-bib-0018){ref-type="ref"}, [19](#hex12447-bib-0019){ref-type="ref"} With the recognition that health‐care team members are often changing, distributed across time and space, and attending to different aspects of the patient\'s needs, the single factor binding the team together is the patient him/herself. It makes sense, therefore to explore this critical vantage point by asking how patients define their care team.

We explore this question in the context of a larger study investigating care practices for heart failure (HF). Characterized by fluctuating symptoms, prognostic uncertainty and multiple comorbidities, heart failure is a representative case of chronic, life‐limiting illness.[20](#hex12447-bib-0020){ref-type="ref"}, [21](#hex12447-bib-0021){ref-type="ref"} The 500 000 Canadians living with HF[22](#hex12447-bib-0022){ref-type="ref"} typically receive care from numerous providers in various settings. HF care can be fractured and insufficient, making this a valuable, even iconic, setting in which to explore the question of how complex patients define their care team.[23](#hex12447-bib-0023){ref-type="ref"} Little is known about how individuals with HF perceive their team‐based care.[7](#hex12447-bib-0007){ref-type="ref"} With the recognized importance of patient self‐management in HF, it is critically necessary to understand how individuals with HF understand and participate in their care team.[24](#hex12447-bib-0024){ref-type="ref"}, [25](#hex12447-bib-0025){ref-type="ref"}, [26](#hex12447-bib-0026){ref-type="ref"} This paper explores the questions: Who do individuals with HF perceive as being on their care team, and how do they perceive their own and others\' team roles?

Methods {#hex12447-sec-0009}
=======

We used an innovative methodological team sampling unit (TSU) approach that explores how health‐care teams are defined and experienced by individuals with HF.[27](#hex12447-bib-0027){ref-type="ref"} Five Canadian cities in three provinces with differing health‐care organization for primary and secondary care and for the care of heart failure patients were identified as recruitment sites (Table [1](#hex12447-tbl-0001){ref-type="table-wrap"}).

###### 

Description of study sites

  CHF centre   Clinic size                       Dedicated team members                                                                                                                             Funding
  ------------ --------------------------------- -------------------------------------------------------------------------------------------------------------------------------------------------- --------------------------------------------------------------------------------
  Site 1       20--25 patients assessed weekly   NP‐run clinic: 1 FTE cardiologist (all other cardiologists can have patients followed by CNPs), 9 cardiology fellows, 4 CNPs                       No dedicated provincial funding
  Site 2       20--30 patients assessed weekly   2.5 FTE HF cardiologists, 1.5 FTE cardiology trainees, 1.6 FTE RN clinical nurse practitioners (CNPs), 0.6 FTE RN                                  No dedicated provincial funding; local opportunistic funds support 0.6 FTE CNP
  Site 3       30--35 pts assessed weekly        2 FTE cardiologists, 1 FTE NP, 1.5 FTE RNs. Collaboration with local palliative care specialists who provide special access to regional programs   Hospital funded
  Site 4       50--60 patients assessed weekly   4 FTE cardiologists, 2 FTE CNPs, 3 psychiatrists sharing Cardiac Psychiatry clinic, 1 internist doing palliative care module                       Funding by province, and hospital
  Site 5       40--50 patients assessed weekly   4 cardiologists. 1 geriatrician. 1 FTE NP. 1.2 FTE divided between two RNs                                                                         Hospital funded
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Patients with advanced HF, NYHA Class III or IV (Table [2](#hex12447-tbl-0002){ref-type="table-wrap"}) were recruited primarily from Heart Function Clinics using a combination of convenience and purposive sampling.[28](#hex12447-bib-0028){ref-type="ref"}, [29](#hex12447-bib-0029){ref-type="ref"} We also attempted to recruit through family physician offices with limited success. A research associate (RA) at each site consulted clinic staff to identify eligible participants. At their next clinic visit, clinic staff provided eligible participants with an information sheet and informed them that a RA was available to discuss the study with them. The RA followed up with participants to answer questions, gauge interest and schedule interviews with willing patients. Four trained interviewers not involved in participants\' health care conducted the interviews. Interviewers asked participants to tell the story of their HF care journey and to identify their care team members in response to the questions, 'Who is on your health care team? Who helps you with your HF care?' To honour our patient‐centred methodological approach, interviewers acknowledged the patient participant\'s role as a team member, but did not otherwise define 'care team' in order that participants would report their own conceptualizations. If an individual asked for clarification, interviewers explained that a 'care team member' was someone who provided some degree of recurring, HF‐related care for them. When an individual identified at least two other team members, and those team members consented to be interviewed, those 3+ transcripts were connected for data analysis in a team sampling unit (TSU).

###### 

Index patients: demographics

              Index patients   Sex (%)   Age range   Followed by HF clinic (%)   Palliative care consult (%)   Deaths during study period (%)   
  ----------- ---------------- --------- ----------- --------------------------- ----------------------------- -------------------------------- --------
  ALL sites   62               Male      45 (73)     39--93                      49 (79)                       5 (8)                            7 (11)
  Female      17 (27)                                                                                                                           
  Site 1      19               Male      13 (68)     49--91                      18 (95)                       0 (0)                            3 (16)
  Female      6 (32)                                                                                                                            
  Site 2      12               Male      8 (67)      52--92                      6 (50)                        0 (0)                            0 (0)
  Female      4 (33)                                                                                                                            
  Site 3      11               Male      8 (73)      39--93                      9 (82)                        1 (9)                            4 (36)
  Female      3 (27)                                                                                                                            
  Site 4      12               Male      9 (75)      46--91                      9 (75)                        4 (33)                           0 (0)
  Female      3 (25)                                                                                                                            
  Site 5      8                Male      7 (88)      54--84                      7 (88)                        0 (0)                            0 (0)
  Female      1 (12)                                                                                                                            
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To determine how individuals with HF identified their team, two researchers (i) read each patient transcript and (ii) documented each person discussed by the patient as a member of his or her care team, (iii) recorded the stated title or activity of each of these individuals, and (iv) extracted patients' qualitative descriptions of the roles of described team members, including their own. To triangulate the qualitative descriptions of team roles that were provided by individuals with HF, two researchers reviewed other transcripts in the TSU for additional role descriptions**.** Each TSU was also reviewed to identify index patients' comorbidities. Because frailty has been identified as an important factor in this group of patients, it was assessed using the Fried phenotype.[30](#hex12447-bib-0030){ref-type="ref"}, [31](#hex12447-bib-0031){ref-type="ref"}, [32](#hex12447-bib-0032){ref-type="ref"}

A multidisciplinary group of researchers -- including social scientists, family physicians, a psychiatrist and palliative care specialists -- used a mixed‐methods approach to analyse the data**.** Descriptive statistics were used to analyse the composition of patient‐identified care teams. Comorbidity and frailty data were also analysed using descriptive statistics. Transcripts were content‐analysed for recurring thematic patterns in patients' perceptions of team members' roles; data exploring the perspectives of other team members have been reported elsewhere.[33](#hex12447-bib-0033){ref-type="ref"} Excel and Nvivo10, a qualitative research software program, were used to organize and manage the data. This study was approved by the Research Ethics Board at each participating site. Each participant was assigned a pseudonym and a code representing their formal role. Data excerpts are referenced according to participant pseudonym, participant role, index patient pseudonym (to demonstrate relationships, if applicable) and site number (e.g. Site 1: Dr. Isadora, Ida\'s Family Physician).

Results {#hex12447-sec-0010}
=======

Who were the patient participants? {#hex12447-sec-0011}
----------------------------------

Sixty‐two individuals with NYHA III or IV heart failure participated (Table [2](#hex12447-tbl-0002){ref-type="table-wrap"}). They ranged in age from 39--93, and 27% were female (*n* = 17) and largely lived in cities (42%, *n* = 26), with fewer from smaller towns (18%, *n* = 11) and rural areas (6%, *n* = 4). 97% (*n* = 60) reported 1--7 comorbidities (mode = 1) (Figure [1](#hex12447-fig-0001){ref-type="fig"}); of these, the most frequently occurring were as follows: renal disease/failure (*n* = 21, 35%), pulmonary disorder, disease or dysfunction (*n* = 19, 32%), diabetes (*n* = 15, 25%), mood disorders (*n* = 6, 10%) and cancer (*n* = 5, 8%). Twenty‐six (42%) patients met all criteria of Fried et al\'s frailty phenotype; 14 (23%) met three and 3 (5%) patients met two.[32](#hex12447-bib-0032){ref-type="ref"} Of these, 42 (68%) patients reported exhaustion, slow walking speed or decreased physical activity; 30 patients reported weakness (48%). A total of 49 patients (79%) were seen in a Heart Function Clinic, and 5 (8%) had received a formal palliative care consult. Seven (11%) patients died during the data collection phase of the study.

![Percentage of patients who reported various comorbidities. \*Some patients reported multiple comorbidities.](HEX-20-198-g001){#hex12447-fig-0001}

Who did individuals with HF identify as their care team? {#hex12447-sec-0012}
--------------------------------------------------------

Each patient participant identified 2--19 team members, including health professionals and informal care providers (Table [3](#hex12447-tbl-0003){ref-type="table-wrap"}). Most patients identified at least one family or friend caregiver (*n* = 56, 90%), nurse (*n* = 55, 89%), family physician (*n* = 55, 89%) or cardiologist (*n* = 53, 85%); however, patients commonly identified multiple members of each group. While allied health professionals and non‐cardiac medical specialists were less commonly named, 39 teams (63%) included a cardiac surgeon, nephrologist, respirologist or palliative care physician, and 20 (32%) patients considered a pharmacist, dietician, physical therapist, podiatrist or dentist part of their care team. Many patients considered themselves integral members of the care team, not passive recipients of care:

###### 

Patient‐identified health‐care team members

  Team members                        Index patients (*n* = 62) (%)
  ----------------------------------- -------------------------------
  Caregivers                          56/62 (90)
  Nurses                              55/62 (89)
  Family physicians                   55/62 (89)
  Cardiologists                       53/62 (85)
  Nephrologists                       13/62 (21)
  Palliative care specialists         5/62 (8)
  Other specialists                   20/62 (32)
  Pharmacists                         8/62 (13)
  Other allied health professionals   12/62 (19)
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"I make sure and tell them everything that\'s been happening with me and I want them to know right down to the last detail, if I had diarrhea from pills. I\'ll tell them everything just so they\'ll know how it\'s affecting my body and I want them to know that. And that\'s my role, to make sure that they know everything that\'s going on with me ... (Site 2: David, Index Patient)."

The most frequently identified team members (Figure [2](#hex12447-fig-0002){ref-type="fig"}) were nurses (*n* = 89) and family or friend caregivers (*n* = 129); patients identified between 1 and 5 such caregivers. Also commonly identified were paid or unpaid supportive community members including clinic staff, housekeepers, church congregants and spiritual advisors. Figure [3](#hex12447-fig-0003){ref-type="fig"} illustrates the members identified by Ida, a patient from Site 1.

![Team composition: relative frequency of team members identified by patients. \*Some care team members were identified by, and formed part of a team sampling unit (TSU) of, more than one patient (e.g. 56 nurses were identified by 89 patients times).](HEX-20-198-g002){#hex12447-fig-0002}

![Ida\'s team (site 1).](HEX-20-198-g003){#hex12447-fig-0003}

There were site‐based differences in patients' descriptions of their care team. The number of team members identified at each site was similar; however, the composition of the teams varied by site (Table [4](#hex12447-tbl-0004){ref-type="table-wrap"}). 100% of patients in Sites, 3, 4 and 5 identified nurses compared to 79% in Site 1 and 75% in Site 2; patients in Site 1 and Site 4 identified a broader range of team members, namely caregivers and community members. Of the 129 family or friend caregivers or supportive community members identified across the sites (Table [3](#hex12447-tbl-0003){ref-type="table-wrap"}), 80 (62%) were identified by patients in Site 1 and Site 4. Moreover, in contrast to 67% in Site 2, 100% of patients in Site 1 identified family physicians, and 42% of index patients in Site 4 identified allied health professionals while none were identified at Sites 2 or 3. Overall, approximately 90% of patients identified a family physician, nurse or caregiver/supportive community member (Table [1](#hex12447-tbl-0001){ref-type="table-wrap"}). The 6 patients who identified palliative care specialists all came from sites that have formal HF palliative care resources (Sites 3, 4 and 5).

###### 

Site comparison of team members identified by patients (*n* = 62)

  Team members                        Site 1 (*n* = 19) (%)   Site 2 (*n* = 12) (%)   Site 3 (*n* = 11) (%)   Site 4 (*n* = 12) (%)   Site 5 (*n* = 8) (%)
  ----------------------------------- ----------------------- ----------------------- ----------------------- ----------------------- ----------------------
  Caregivers                          18/19 (95)              10/12 (83)              10/11 (91)              11/12 (92)              7/8 (88)
  Nurses                              15/19 (79)              9/12 (75)               11/11 (100)             12/12 (100)             8/8 (100)
  Family physicians                   19/19 (100)             8/12 (67)               9/11 (82)               11/12 (92)              8/8 (100)
  Cardiologists                       16/19 (84)              11/12 (92)              10/11 (91)              8/12 (67)               8/8 (100)
  Nephrologists                       2/19 (11)               3/12 (25)               2/11 (18)               4/12 (33)               2/8 (25)
  Palliative care specialists         0/19 (0)                0/12 (0)                1/11 (9)                4/12 (33)               1/8 (13)
  Other specialists                   7/19 (37)               2/12 (17)               5/11 (46)               5/12 (42)               1/8 (13)
  Pharmacists                         1/19 (5)                0/12 (0)                2/11 (18)               3/12 (25)               2/8 (25)
  Other allied health professionals   5/19 (42)               0/12 (0)                0/11 (0)                5/12 (42)               2/8 (25)
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How did individuals with HF conceptualize team members' roles? {#hex12447-sec-0013}
--------------------------------------------------------------

Patients' perceptions of the nature and importance of other team members' roles varied according to their current needs, their relationships with providers and the structure of their local health‐care context. For some participants, the family doctor was the 'pivot' who directed all aspects of care:"... the reports all come back to him. He is my pivot. I\'ll go and have a test somewhere and I may not hear from the specialist but because (*family physician)* sees me, even sometimes once a month or once every two months, I\'m constantly informed of the results of the test .... So I think he\'s excellent at coordinating what the others are doing (Site 2: Edward, Index Patient)."

For others, specialists were perceived as the central team members. For example, in a TSU with a patient--family physician dyad with a long‐standing therapeutic relationship, the family physician spoke at length about the care and support he had provided the patient over 40 years. However, the patient positively but sparingly referenced his family physician during his interview, instead devoting time and detail to discussing the care he received at speciality clinics."All the blood work and all that goes to him (*family physician)* and he\'s assigned, like I\'m on Warfarin and he monitors that and my thyroid he monitors that, so the special areas that they give to the GP and the rest of the heart. Now the dialysis, they\'ve sort of taken over. I don\'t have to go see three or four doctors a week. That\'s kind of hard. Now they\'ve organized it so that the kidney clinic, (*hospital)* is looking after me and they give all the information to the other doctors. They\'re coordinated. (Site 4: Victor, Index Patient)"

As this example suggests, the patient\'s sense of team member roles could diverge from other team members' perceptions. Here, Victor perceived that the nephrologists have 'taken over' the primary role of coordinating his needs and health information.

Almost all patients described in detail the importance of family or friend caregivers to their ability to manage at home and navigate through the health‐care system. Many individuals with HF also identified as essential health professionals who do not provide 'direct' HF care. For example, one patient identified that she relied on her physiotherapist to help her with her mobility (Site 1: Ida, Index Patient), and another described that his dentist improved his health by managing his chronic orofacial pain (Site 1: Nicholas, Index Patient). Individuals who relied on clergy or friends for spiritual guidance talked expressively about their important roles. Finally, a number of patients included in their identified care team community members who were hired to assist with household chores or transportation. These roles were portrayed as essential by patients: without their services, participants felt that they would be unable to maintain their independence and keep up with their health‐care appointments. Ida, for instance, reported that her 'main caregiver travelling‐wise is Isaac who is sort of a taxi driver ... He looks after us like a son ... And his charges are very reasonable, but it\'s the service he gives that\'s so important .... If we\'re going to be just a short time, he\'ll wait with us' (Site 1: Ida; Index Patient). Isaac\'s services extended beyond driving Ida and her husband to medical appointments and included running errands, helping with household tasks, and doing their Christmas shopping Isaac perceived that his role was fundamental for providing companionship to homebound seniors: '... the majority of them *(customers)* always want to talk because they may be in their rooms by themselves, especially if it\'s a single person ... most of them sort of want to chit chat with you'. Not uncommonly, Isaac\'s clients shared their health information with him and sought his advice, but:"I don\'t get involved with that because I can\'t comment on it properly because I\'m not an expert on their area of problems. Sometimes they\'ll ask ... I had one lady, what kind of pain medication do you take? ... You should always consult with your doctors. So you don\'t want to get into the medical side of anything."

How did team members perceive the patient\'s role on the team? {#hex12447-sec-0014}
--------------------------------------------------------------

In general, patients described their role in the care team as active and central. They perceived themselves as primarily responsible for preventing symptom exacerbations and hospitalizations, with support from other team members: 'yes, the Heart Function Clinic is there; however, they can\'t do everything for me. You need a team, you need to make it work for yourself...I choose to take the tools they have given me and use them as best as I can...' (Site 3: Ophelia, Index Patient). Most individuals with HF described themselves, like Ophelia, not as being cared for *by* their team, but as having a primary role in the *functioning of* that team. They commonly characterized a core feature of their role as being proactive and in control, which they achieved largely by learning about the aetiology and symptoms of HF, following treatment recommendations, monitoring their weight, and restricting salt and fluid intake. As Leon put it, 'I have to have control of all my health issues' (Site 1: Leon, Index Patient).

Patients' perceptions of their role could influence others' perceptions. On many TSUs, the patient\'s HF knowledge and self‐care practices were taken as a signal that they warranted a more active role on the team. Such patients had the ability to direct the team\'s actions regarding their care needs:"Sylvan is pretty good, and that was the same with Farida, very good at self‐managing their heart failure. So, they would adjust their own diuretic needs, based on their symptoms or their weight. They were very good at managing their own symptoms. They would call the clinic and you would know, when they called the clinic, they were sick (Site 1: Barbara, Sylvan and Farida\'s Nurse)."

When patients were perceived as being attuned to their symptoms, they could gain the authority to activate care processes as needed rather than following an externally dictated appointment schedule. Similarly, patients with sound awareness about their condition were given latitude to manage their health or direct their care:"He had a sense of when things were okay, and he had a sense of when things were getting out of control. He had that, and that\'s what I\'m alluding to in his mechanical ability. He had awesome sense. He could just see it and say that works. Similarly with his body, he could push it to the extreme limit, and then when he was there, he had the good sense to say I need help. (Site 1: Dr. Akamura, Albert\'s Family Physician)."

As this example suggests, participants with acknowledged personal or professional knowledge could play an influential role on their team. Ida (Site 1, Index Patient) had a nursing background and could understand complex medical information. As a result, her health‐care providers trusted her to synthesize their advice and use her knowledge and experience to make decisions. In particular, Ida\'s nurse practitioner waited for her to initiate medical appointments based on her perception of need, and her family physician trusted her to understand the implications of refusing medical interventions: 'she was a nurse, so when I talk to her about her developing the atrial fibrillation, she\'s fully aware that she could have a stroke, and she knows exactly what that means .... Then we told her about Warfarin, well, she did not want to go get blood tests regularly, that was just going to be a major inconvenience to her .... she doesn\'t want them poking at her' (Site 1: Dr. Isadora, Ida\'s Family Physician). Ida\'s choices were respected and shaped the team\'s behaviour, because she was seen by others as capable of understanding her situation.

The above examples illustrate that some patients experienced agency in their role on their care team; they were able to exert influence on the team\'s actions and decisions because other team members perceived that influence as legitimate due to characteristics such as strong HF knowledge and keen self‐awareness. However, other patients and team members described situations in which individuals with HF were not accorded influential roles; in fact, a number of participants described situations in which a patient\'s assertion of agency as a member of their care team was resisted. When individuals withheld health information from family members (Site 2: David, Index Patient), refused to comply with institutional regulations (Site 4: Carina, Index Patient), declined assistance with activities of daily living (Site 1: Bernard, Index Patient) and disregarded their restricted diet (Site 1: Albert, Index Patient), these actions could be interpreted by other team members as non‐compliance rather than as appropriate assertions of agency. A cardiologist describing his patient, Tatsumi (Site 4), who was a candidate for revascularization surgery but chose to delay making a decision about having the procedure, characterized him as:"non‐compliant in a few aspects which a lot of patients are. He still has some smoking issues. There\'s a lot of push and pull between him and family members or family members want him to be 100% compliant and he kind of resists 100% compliance level, I believe. He generally does what we ask him, medication wise and diet wise, but there are a few aspects where he may not be in total compliance with what we would like for him medically. (Site 1: Dr. Fabian, Farida\'s Cardiologist)"

Discussion {#hex12447-sec-0015}
==========

The definition of 'my HF care team' in this study varied by patient and, to some degree, by setting, suggesting that HF clinicians should clarify the patient\'s sense of who is on their team and what roles those individuals play. Some individuals with HF described small care teams consisting of a caregiver, their family physician and their HF nurse or cardiologist. Others described larger care teams made up of medical specialists such as cardiologists, family physicians, respirologists, nephrologists and electrophysiologists. Many participants reported that their key team members included allied health professionals, some conventionally associated with HF care -- HF nurses, dietitians, social workers -- and others not formally considered part of the HF care team, such as dentists, foot care specialists, pharmacists or physical therapists. Some participants explained that community members such as ministers or drivers were essential to their HF care.

The varied nature of 62 patients' identified care teams is striking and suggests that these individuals, living with advanced HF and often with other chronic comorbid conditions, have their health needs served by a rich variety of individuals drawn from their family, community and health service. Policy documents depict a more narrowly defined HF care team than our data suggest: for instance, the CCS 2008 Guidelines describe the 'heart failure team' as consisting of heart failure specialists (cardiologists, internists or nurses) who collaborate with primary care physicians.[34](#hex12447-bib-0034){ref-type="ref"}

The variations in team structure reported by our participants are influenced by both patient characteristics and local context. Patient preferences matter -- a patient with strong spiritual beliefs may identify a spiritual leader as a team member, while another patient may not -- but they are not the sole influence. Site‐based patterns influence team structure as well. Patients in Sites 1 and 4 identified a greater range and number of community individuals than patients in other sites, which may signal stronger community networks in these settings. Only patients in sites with funded, integrated palliative care services identified palliative care specialists as team members. And patients who attended nurse‐led HF clinics were more likely to identify a HF nurse than a cardiologist as a member of their team.

These findings suggest that we need a broader conceptualization of the HF care team, inclusive of unexpected or unconventional members who, according to patients, can play important roles in their care. The HF literature has recognized the importance of spouses and partners as 'informal caregivers' in HF care, particularly in relation to patients' ability to effectively enact self‐care recommendations.[25](#hex12447-bib-0025){ref-type="ref"}, [26](#hex12447-bib-0026){ref-type="ref"}, [35](#hex12447-bib-0035){ref-type="ref"}, [36](#hex12447-bib-0036){ref-type="ref"} Our results add to this the suggestion that the emerging conceptualization of 'informal caregivers' might be usefully broadened to include neighbours, community members such as ministers, and informal supporters such as drivers.[37](#hex12447-bib-0037){ref-type="ref"} While not all patients may identify such a broad range of individuals, for those who do, recognition of their roles may assist health professionals to understand and collaborate with patients' entire supportive care networks. Our previous work has suggested that such networks may function in adaptive ways not entirely predictable by conventional heart failure care algorithms.[33](#hex12447-bib-0033){ref-type="ref"} As Knowles has argued, the 'hidden carers' in these networks have crucial roles to play in mitigating the illness experience for complex patients; therefore, the better we understand each patient\'s system of hidden carers, the more effectively we can engage their abilities and relationships with patients towards maximizing patient health.[38](#hex12447-bib-0038){ref-type="ref"} Furthermore, with the growing recognition that patient self‐care practices are highly context‐dependent, a more nuanced conceptualization of HF care teams may produce important insights into how patients understand and leverage their 'social ties' in their daily efforts to manage their disease.[35](#hex12447-bib-0035){ref-type="ref"}, [39](#hex12447-bib-0039){ref-type="ref"}, [40](#hex12447-bib-0040){ref-type="ref"}

Patients in our study perceived themselves as playing an important role on their own care team. Most characterized themselves as *active agents in* rather than *passive recipients of* their care, even if they met criteria for frailty. While other team members described many examples in which patients were trusted as autonomous team members, they also reported situations in which patient agency, characterized as 'non‐compliance', was resisted by the team. These results suggest that patient agency is not an individual trait but is, rather, a negotiation among team members.[41](#hex12447-bib-0041){ref-type="ref"}

Social constructions of agency approach a patient\'s agency as not his or her own, but co‐constructed and negotiated with others to achieve specific goals.[42](#hex12447-bib-0042){ref-type="ref"}, [43](#hex12447-bib-0043){ref-type="ref"} A change in goals --.for example from aggressive to palliative care -- may change the agency of the patient; it may also change the agency of other team members**.** [42](#hex12447-bib-0042){ref-type="ref"} Alignment with a communally held goal, such as avoiding hospital admission, increases the individual agency of any team member. Similarly, our results suggest that when patients align with or possess health‐care knowledge and skills, their agency is increased.

In discussions of non‐compliance, team members discussed patients more as the focus of their work than as legitimate team members. This resonates with the literature on cardiovascular teams that defines teams as individuals working together to solve patient problems rather than working *with patients* to negotiate problem‐solving.[26](#hex12447-bib-0026){ref-type="ref"} The distinction suggests a nuanced difference between a philosophy of patient‐centredness, which many health professional participants invoked in their discussions, and a philosophy of patient agency as a bona fide team member. This distinction was most evident in cases in which the patient *might have been* characterized as non‐compliant but was instead understood as an active agent on the team. For instance, Dr. Akamura could have characterized Albert as non‐compliant, but instead he described him as someone who 'would always initially comply, but when compliance ran in the way of life, he just went with life ... and said I\'m going to live it to the best of my ability. When I get too tight, I\'ll go see the doctors, and that\'s what he did. ... and for 15 years it was great'.

As Albert\'s situation suggests, 'patient agency' is at least partly in the eye of the beholder. And this perception matters for effective teamwork. With growing awareness that patients who are active and effective participants in their own health and health‐care experience better outcomes, patient 'activation' or engagement has become a focus of health‐care reform efforts for complex chronic care.[44](#hex12447-bib-0044){ref-type="ref"}, [45](#hex12447-bib-0045){ref-type="ref"}, [46](#hex12447-bib-0046){ref-type="ref"} Our results complicate this notion of 'activation' by suggesting that it may include actions conventionally perceived by health‐care providers as 'noncompliant'. These results resonate with recent research showing that patients with chronic illness may simultaneously experience active engagement and powerlessness in their care, and that this may be compounded when health professionals interpret as 'noncompliance' their efforts to cope and achieve self‐determination.[47](#hex12447-bib-0047){ref-type="ref"} Following from this, we argue that patient agency is negotiated in the context of the care team; patients' exertions of agency can be recognized, ignored, embraced or refused by the other members of the care team. With the diversity of teams described by our patient participants, patients may experience multiple, perhaps conflicting, responses to their agency.

Limitations {#hex12447-sec-0016}
-----------

Qualitative research is local and contextual; findings are not generalizable to different clinical settings, but may be transferrable. That is, findings may resonate with clinicians, allowing explorations of their application in new contexts of practice.[48](#hex12447-bib-0048){ref-type="ref"}, [49](#hex12447-bib-0049){ref-type="ref"}

Our participants were English‐speaking and recruited predominantly from urban centres. Future research could use a multilingual study design inclusive of rural centres, to explore how these factors influence team composition.

Our interest in quantifying the size and diversity of patient‐identified care teams emerged during the analysis of semi‐structured interview transcripts; therefore, not all patients were systematically surveyed regarding demographics and team characteristics. While we were able to richly describe most patients and their teams based on interview responses, some gaps remain in our demographic data.

Conclusion {#hex12447-sec-0017}
==========

Asking individuals with HF 'who is on your team?' revealed a broader sense of care team membership than the traditional definition used by HF care providers. Many patients named community members as important, and most patients perceived themselves as active team members. Our findings regarding team diversity and patient agency have significant implications for health‐care efforts to improve the experiences of patients with complex, chronic disease. For such patients, it may be beneficial to ask who they consider to be on their team and to engage these individuals meaningfully in collaboration.
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